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H
ave You H

EA
R

D
 A

bout O
ur C

ongenital H
earing Loss R

esearch Project?

  W
H
O
?  

Infants born w
ith perm

anent
       hearing loss (detected on new

born hearing
       screening), or diagnosed w

ith perm
anent

       hearing loss before their  third birthday w
ill be

       eligible to participate.

W
H
A
T?  

“A
n Investigation of the

C
auses of H

earing Loss in Infants and Young
C

hildren” is a research project to study the
causes of congenital (early-onset) hearing
loss.  The study w

ill  involve a full genetics
evaluation,visits w

ith a genetic counselor
and geneticist, and testing for the genes
believed to account for m

ost early hearing
loss.

W
H
ERE?  H

aw
aii and three other

states (U
tah, R

hode Island &
 G

eorgia) w
ill

be carrying out this project.

W
H
EN

?
W

e anticipate that the
study w

ill be underw
ay in H

aw
aii w

ithin
the next tw

o to three m
onths.

W
H
Y?

  This study is being done to try to
better define and understand the causes,
including genetic causes, of congenital
(early-onset) hearing loss.  N

ot only w
ill this

study allow
 for som

e fam
ilies in the study to

learn the cause of their child’s hearing loss,
but it w

ill also help to better understand the
overall causes, and to design the best
protocol for genetics follow

-up for children
w

ith hearing loss.

Please feel free to contact the G
enetic C

ounselors for the Project:

Allison Taylor, M
S            733-4998     allison@

haw
aiigenetics.org

Lianne H
asegaw

a, M
S    733-9039

     lianne@
haw

aiigenetics.org
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B
atm

an &
 R

obin, Sonny &
 C

her, B
ert &

 Ernie.  In the w
orld of genetics,

                 the  nam
es W

atson &
 Crick fit together as naturally as any of these

                fam
ous pairs.  W

hile it’s true that W
atson &

 C
rick are not caped

crusaders fighting crim
e, fam

ous singers from
 the 1960’s, or beloved

childhood characters, the accom
plishm

ents of this dynam
ic duo w

ill  have the
w

orld celebrating on A
pril 25, 2003!
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 t
on

 t
on

 t
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 t
on

 too ooo
cc cccee eeelele lelelebr

br br
brbrat

at at
atate?e? e?e?e?     Fifty years ago, on A

pril 25, 1953, Jam
es W

atson and Francis C
rick

announced that they had discovered the double helix structure of D
N

A
.

So w
So w
So w
So w
So w

hat
hat
hat
hat
hat?? ???  D

N
A

 is the m
ost basic unit of heredity, and it encodes the

 inform
ation necessary to create life.  A

s m
any say, “D

N
A

 is Life; Life is D
N

A
!!”

A
ccording to Paul B

erg in a N
ew

 York Tim
es article, “The

W
atson-C

rick discovery changed the w
hole paradigm

.  U
ntil then nobody

even knew
 w

hat a gene w
as…

it w
as overpow

ering.  It changed our
w

hole w
ay of thinking.  Just by looking at it, you could see the w

ay
D

N
A

 w
orked —

 by the w
ay all those A’s and T’s and C

’s and G
’s

lining up so nicely, you could see that there had to be a code.”

B
y determ

ining the sim
ple, tw

isted ladder structure of D
N

A
, W

atson &
 C

rick initiated an
explosion of other gene-related advances and discoveries, including the recent H

um
an

G
enom

e Project.  In association w
ith the fiftieth anniversary of the discovery of D

N
A’s

structure, the leaders of the H
um

an G
enom

e Project are expected to announce
the project’s com

pletion in A
pril 2003.

So, on A
pril 25

th, take a short break from
 your busy

schedule, think about the am
azing discovery of

W
atson &

 C
rick, how

 w
e are all m

ade of D
N

A
,

and join us in..........
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g

easin
g

easin
g

easin
g

easin
gll lllyy yyy,, ,,,     detailed gen

om
e m

aps have aided researchers seekin
g gen

es for com
m

on
 disorders,

in
cludin

g breast can
cer an

d A
lzheim

er’s disease.  M
any believe that the m

edical field of the future w
ill be

characterized less by sym
ptom

atic treatm
en

t of diseases, an
d m

ore by lookin
g to the gen

etic causes of disease.
C

ertain
 types of m

edication
, such as in

sulin
 an

d grow
th horm

on
e, are already bein

g gen
etically en

gin
eered.

O
ther m

edication
s, such as G

leevec®
, a treatm

en
t for chron

ic m
yelogen

ous leukem
ia, an

d C
erezym

e®
, a highly

effective drug used in
 the treatm

en
t of G

aucher disease, are syn
thesized based on

 an
 un

derstan
din

g of gen
etic

inform
ation.
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 as a m
ean

s of iden
tifyin

g in
dividuals has developed in

to a hallm
ark foren

sic

         techn
ique w

hich is stron
g en

ough to overturn
 verdicts based on

 eyew
itn

ess testim
ony.

                     W
hen

 applied to stored biological eviden
ce, foren

sic D
N

A
 techn

iques have proven
 the

         in
n

ocen
ce of m

an
y falsely con

victed in
m

ates.

Y
et for all its scope, D

N
A

 application
 is still in

 its in
fan

cy.
           In

 ten
 years, scien

tists thin
k that people m

ay be able to
           order com

plete lists of  their gen
etic m

akeup, or use gen
e

therapy to cure con
dition

s like A
lzheim

er’s disease.  W
hatever

m
ay com

e, it w
ill defin

itely be excitin
g an

d have im
pacts on

 each
of our lives!
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M

edical D
N

A
 testin

g for gen
etic risk assessm

en
t is w

ell established.  G
en

etic tests

are  n
ow

 available for som
e 930 diseases, accordin

g to D
r. R

oberta Pagon
, a professor of

pediatrics at the U
n

iversity of W
ashin

gton w
ho oversees a database of such tests

(w
w

w
.gen

etests.org).  In
 the future, D

N
A

-based techn
ology m

ay also assess in
dividual risk

to toxic exposures, or even
 the effectiven

ess of certain
 m

edication
s.

           T
he

T
he

T
he

T
he

T
he  U

.S. H
um

an
 G

en
om

e P
roject (H

G
P

) began
 in

 O
ctober 1990 w

ith the goal of discoverin
g all of the

30,000 to 40,000 hum
an

 gen
es.  T

he project w
as expected to last 15 years, but advan

ces in
 techn

ology have
accelerated the progress of the H

G
P, an

d it is expected to be com
pleted tw

o years ahead of schedule in
 A

pril
2003.  T

he lives of m
illion

s of people have already been
 profoun

d
ly altered by techn

ology based on
 H

G
P.

            D
N

A
-based techn

ology has becom
e part of the treatm

en
t an

d diagn
osis of disease, the food w

e eat, an
d the

search for crim
in

als.  T
hese discoveries have ushered in

 the “gen
om

e era,” an
d there are m

an
y excitin

g p
oten

tial
application

s of the in
form

ation
 u

n
covered by the H

G
P.

For m
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A
 series of tw

o hou
r sem

in
ars w

ill explore the scien
tific, ethical, legal, an

d social issu
es that are raised by the advan

ces
in

 gen
etic techn

ology in
 the con

text of pu
blic health an

d p
olicy.
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Sponsored by:
H

aw
aii D

epartm
ent of H

ealth G
enetics Program

U
niversity of H

aw
aii D

epartm
ent of Public H

ealth Sciences and Epidem
iology

   For  m
ore inform

ation,
           please go to
www.hawaiigenetics.org

GEN
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R YO
U
R PRA

CTICE SPRIN
G CO

N
FEREN

CE 2003
M

onday, A
pril 14

th, 2003
N
urses & A

llied H
ealth Professionals

T
uesday, A

pril 15
th, 2003

Physicians

H
ave you heard about the G

enetics for Your Practice Spring C
onference?  If so, w

e hope you have registered, and w
e look forw

ard to
seeing you at the conference.  If not, it’s not too late!  W

e w
ill accept registrations up to A

pril 8
th, 2003.

Q
uestions? Please contact Allison @

 (808)733-4998, or via em
ail: allison@

haw
aiigenetics.org.
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T
he possibility of discrim

in
ation

 based on
 gen

etic
in

form
ation

 exists for m
any of a person’s m

ajor
con

cern
s:  health in

suran
ce, em

ploym
en

t,
desirability.  Is it ever okay to discrim

in
ate based

on
 gen

etic in
form

ation
?
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t scen
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d
w

hat issues arise in
 each settin

g?

Sem
in

ar 4– A
p

ril 29, 6:00 p
.m

. – 8:00 p
.m

.
Sem

in
ar 4– A

p
ril 29, 6:00 p

.m
. – 8:00 p

.m
.

Sem
in

ar 4– A
p

ril 29, 6:00 p
.m

. – 8:00 p
.m

.
Sem

in
ar 4– A

p
ril 29, 6:00 p

.m
. – 8:00 p

.m
.

Sem
in

ar 4– A
p

ril 29, 6:00 p
.m

. – 8:00 p
.m

.
G

en
etics an

d
 th

e G
o

vern
m

en
t

G
en

etics an
d

 th
e G

o
vern

m
en

t
G

en
etics an

d
 th

e G
o

vern
m

en
t

G
en

etics an
d

 th
e G

o
vern

m
en

t
G

en
etics an

d
 th

e G
o

vern
m

en
t

H
ow

 should Federal an
d State govern

m
en

ts
respon

d to gen
etic advan

ces?  H
ow

 should
H

ealth D
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ts an

d public health
train

in
g program

s react?
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